Background: Planning the home care of growing numbers of old, dependent people must include the caregivers' burden. Methods: A convenience sample of 129 caregivers of elderly patients with multiple diagnoses was interviewed about the caregiving context, burden, caregivers' tolerance of patients' troublesome behaviours and physical symptoms, mutuality and feelings of closeness between caregiver and patient. Continued maintenance of home care was assessed by a follow-up telephone call. Results: Caregivers were mainly spouses (67%) and female (73%), and the mean duration of care was 5.5 years. In five activities of daily living (ADL) 50-69% of the patients needed full help. Caregivers reported predominantly negative effects of caregiving on their physical and mental health, rest and sleep, leisure time and social life, problems with patients' symptoms and behaviours and little or no conversing (51%) or exchanging feelings with patients (71%). Predictive models: Contributors to variance were for burden (35%), impact of care on caregivers' mental health, social relations and leisure time, patients' gender, accumulation of patients' symptoms and behaviours; for caregivers' tolerance toward patients' symptoms and behaviours (17%) caregivers' physical health, patients' level of confusion, feelings of mutuality; for mutuality (22%) and for closeness (19%) caregivers' mental health, patients' accumulation of symptoms and behaviours. Within 23 months 19% of the patients had been institutionalized. Factors giving a higher likelihood of instrtutionalization were: being male, caregiver was not a partner, and less closeness between caregiver and patient. Conclusion: Caregiving of older persons has bio-psychosocial ramifications for caregivers. Closeness between caregiver and patient seems to be a key factor in determination of the long-term outcome.
In Switzerland, as in other industrialized countries, a dramatic increase in the proportion of the elderly in the population is predicted over the next 20 years, due to a fall in birth rates and lower mortality rates.
1 With the ageing of the population, morbidity and disability will also increase. Î n 1990, persons aged 60 and over constituted 14.4% of die total population in Switzerland. In 1992/93, 7.7% of die population aged 60 and above were cared for at home due to diverse disabilities ^ primarily by older women. It has been estimated tinat the unpaid care work amounts to 10-12 billion CHF (approx. 6.6-8 billion US$) annually.
6
Research on caregiving highlights two coexisting realities for caregivers: negative experiences such as burden, strain, depression and health deterioration, and, on the other hand, positive experiences like feelings of mutuality, gratification and finding meaning in die care. Bodi realities are thought to influence the continuation or breakdown of caregiving at home. 2 ' 7 "'' Most research on caregiving has been done on caregivers of patients witJi dementia since this care is perceived to pose the most extreme challenges to the carer.
12
A certain amount of burden is part of all caregiving situations. Increased burden may be expected when caregivers are women, probably due to more emotional involvement and enmeshment with die patient; in situations wirJi high ambiguity related to the patient's changed personality; 17 Comprehensive home care policies are clearly needed to prevent deterioration of caregivers' health and breakdown of family structures, and to maintain autonomy and optimal quality of life for the patient and family.
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METHODOLOGY
The convenience sample for this study comprised 129 caregivers of frail and incapacitated elders. It included two groups of caregivers. The first group of 33 caregivers took part in a randomized study of the effects of home visits for disability prevention in community dwelling elderly 37 and the second group of 96 caregivers were recruited by community nurses as meeting the study criteria.
To be included in the study the caregiver must have been the prime caregiver for a patient at home for at least four days a week for at least 3 months, and speak German. Patients had to be at least 60 years old, suffer from a chronic health condition and be dependent on another person for help in at least three ADL. Out of 150 caregivers who were approached, 21 (14%) refused to participate because they did not identify themselves as caregivers, had been participating in interviews for another study, or felt pressed for time.
The 129 who consented to participate were interviewed in their homes, in most cases separately from the patient.
VARIABLES AND THEIR MEASUREMENT
The data collection instrument was a structured interview in six parts: demographic data; health and illness variables of the caregiver and patient; caregiving context and three scales measuring the dependent variables: care giving burden; capacity to tolerate symptoms and behaviours; and mutuality and closeness between caregiver and patient. . ADL scale The ADL scale included nine activities -eating, body care, mobility, voiding including one item on help needed in taking medications. Caregivers were asked to indicate whether the patient needed no or little help (score 0), or complete help (1). The I ADL scale measured help needed by caregivers in activities such as cooking, cleaning and shopping. Caregivers were asked to indicate activities they needed no or little help (score 0), or full help (1). Both scales were translated and modified from the 'OARS' Multidimensional Functional Assessment 3 Questionnaire. 38 • Burden scale The Burden scale was constructed for a study of family care for severely handicapped children and older persons in Israel. 18 The ten-item scale covers impact on: I) physical and mental health, ii) ability to meet personal needs such as privacy, free time and work, iii) relationships with family and others, and iv) die relationship with the patient. For each item the caregiver was asked to indicate whether he/she felt the impact of caregiving was negative (increase in burden, score 1), or there was no impact (score 0), or a positive impact (decrease in burden, score -1). Krulik et al. 18 reported high face validity and internal reliability (Cronbach's alpha = 0.75). The tool was translated from English into German using the 'back translation method'. 40 Following a pilot study impact on privacy was omitted. Impact on work was excluded since the majority of the caregivers were retired. Because changes were made in the original scale, principal components factor analysis was performed and yielded two main factors. Factor 1, the impact of care on the caregiver's personal life, explained 28.7% of the variance and factor 2, the impact on his/her social life, explained 17.8% of the variance. The impact on relationship to the patient did not fit either factor.
• Symptoms and behaviours tolerance scale The Symptoms and behaviours tolerance scale was also developed for the Israeli study to record various symptoms and behaviours of the patient and the caregiver's perceived tolerance of diese. The authors report high face validity and internal reliability (Cronbach's alpha = 0.75). This scale was also translated by the back translation method.
39 Based on the pilot study, the item 'dangerous behaviour' was deleted from the scale. The final 20-item scale used included seven items related to physical impairments such as incontinence, instability, problems with vision, and hearing impairment, and 13 items related to behaviours such as violence, nagging, depressed mood and unwillingness to get out of bed. Caregivers were asked to indicate i) whether the symptoms and behaviours existed in their patients, and ii) if yes, how difficult it was for them to deal with them. For this study two scores were constructed: one summed the number of symptoms/behaviours present and the second represented the tolerance ratio (ratio of the number of symptoms/behaviours scored as very problematic or intolerable to the number of symptoms/behaviours present).
• Mutuality scale The Mutuality scale was constructed for the present study, defining mutuality as activities shared by caregivers and patients. The scale was composed of six items describing the frequency (never 0, seldom 1, quite often 2, very often 3) of shared activities like playing games, watching television, exchanging feelings, and going out; and one item measuring the frequency of feeling closeness between caregiver and patient. The score consisted of the sum of the frequencies (0-18). A test for internal reliability produced an adequate reliability (Cronbach's alpha 0.65).
• Institutionalization Between 12 and 23 monrhs after the initial interview, respondents were asked by phone whether or not the patient was still cared for at home. In cases where caregiving at home had been terminated, they were asked the reasons for this change. Referrals to nursing homes and long-term hospitalization on geriatric wards counted as institutionalization.
• Statistical methods Apart from tabulations, the statistical methods used included ordinary and logistic multiple regressions.
RESULTS
Demographic data
Demographic data of the caregivers and patients and perceived physical and mental health of the caregivers are displayed in table I. In addition, more than 50% of the caregivers reported experiencing either headaches, back, shoulder, arm or leg pains or a combination of these; 53% suffered from sleep disturbances; 39% suffered from lung and or heart problems; and 19% from gastrointestinal dysfunction; 26% reported memory impairment. Information on patients' health was taken from medical and nursing records. The majority of the patients had more than one diagnosis, some had up to five; 33% had impaired mobility after stroke, amputation etc., 25% suffered from memory impairment or dementia, 13% had Parkinson's disease, 12% severe heart problems, 6% progressively deteriorating neurological diseases, while 5% suffered from cancer and 4% from depression.
Caregwing context
The mean duration of care was 5.5 years (range: 3 months to 41 years); 68% of the caregivers spent more than 12 Table 1 Caregiver and patients' demographics hours per day in caregiving and 56% were getting up to give care at night. Caregivers' perception of patients' need for help in ADL are presented in table 2. Complete help was needed in 45-69% of these care situations for body care, dressing, excretion and mobilization, while each fifth patient needed to be fed. When caregivers were asked to predict the patient's illness trajectory, 62% thought it would worsen, 15% said it might stay the same, 19% perceived it to fluctuate and only 4% believed the condition would get better. As for the caregivers themselves, 38% needed no help with IADLs; however, 69% mentioned receiving some help from family and friends. Few (21%) took advantage of respite care during vacations, and even fewer (7%) used a day care centre for the patient.
Burden, tolerance and mutuality Table 2 presents the impact of care giving on the personal and social life of the caregivers and on their relationship with the patient. As can be seen from the table, a majority of these caregivers perceived their mental health, rest and sleep as well as their leisure time to be negatively affected by caregiving. For some, feelings of self-confidence and, in certain families, relationships were positively affected. The tolerance and ability to manage various symptoms and behaviours for the caregiver are summarized in The highest number of caregivers in this study ranked instability/falls and impaired communication as the most difficult symptoms to deal with. Restlessness at night, confusion, and wandering/getting lost were behaviours presenting great difficulties to every second caregiver who was confronted with them. The tolerance ratio for the 2) months after the interview. They revealed that home care had been terminated in 54 (42%) of situations. Of these, 42 patients had died, 17 after they had been hospitalized or moved to a long-term care facility (13 died within three months of their admission) and 25 at home. At the time of the phone call, 12 patients were still in a long-term care institution. The main reasons for the institutionalizations reported by the families were: i) the caregiver could not continue to care (feeling overburdened, needing to hold a job, had died) (n=ll); ii) the patient's health deteriorated (n=6); and iii) the health of both the caregiver and patient deteriorated (n=7).
Predictive models
In the second stage of data analysis stepwise regression was used to determine whether and to what extent the independent variables (demographics, health and illness variables, caregiving conditions) explained the variance in the dependent variables caregiver burden, tolerance ratio, mutuality and closeness. Mutuality was also used as an independent variable to predict the tolerance ratio and closeness and closeness also for predicting mutuality. In die regression procedure non-significant independent vanables were removed step by step, so diat in the end only the significant variables were kept for each dependent variable. behaviours, the caregiver's perceived mental health, his/her need to get up at night, and the impact of caregiving on his/her relationships. Burden was less if the patient was female, and presented fewer difficult symptoms and behaviours, the caregiver perceived his/her mental health to be better, needed to get up less at night and his/her relations with other people were less negatively affected by caregiving.
Tolerance ratio
Eighteen per cent (R 2 =0.177; F-test: p>0.0001) of the variance in die tolerance ratio was explained by the independent variables. Caregivers were more tolerant towards the patient's symptoms and behaviours if they perceived dieir physical health to be better, if the patient was less confused and if diey shared more activities with die patient.
Mutuality
The relationship to the patient and the sum of the patient's symptoms and behaviours explained 22% (R 2 =0.216; F-test: p>0.0001) of the variance in mutuality represented by shared activities with die patient. Finally, logistic regression was performed to determine whedier die independent variables predicted institutionalization. The final regression model is also presented Table 5 Predictive variables for burden, tolerance ratio, mutuality, closeness and institutionalization in table 5. The probability of being institutionalized was greater when the patient was male, when a nonspouse/significant other was the prime caregiver, and when the caregiver and patient were less close.
DISCUSSION
Caregivers' gender, affinity to the patient and living arrangements were comparable to caregivers in some larger European studies. 2 ' 11 However, more caregivers in this sample (60%) declared themselves to be in good to very good physical and mental health, when compared to other European studies.
1 • Similar percentages of perceived good health were reported by Meier and Ermini-Funfschilling'^ among 76 Swiss caregivers of demented family members. These figures also represent the perceived general health status of the elderly in Switzerland.
•"* The discrepancy between Swiss and other European percentages of ill health may be explained by cultural differences in reporting self-assessed health and psychological disturbances. The percentage of caregivers who reported their patients as needing help with activities of daily living was considerably higher in our study than in the European studies assembled by Jani-Le Bris, 2 but was comparable to Grassel's 11 findings from a sample of 1911 German caregivers. The tendency towards higher dependence may be due, in part, to our study's inclusion criteria, which favoured the selection of participants caring for highly dependent patients. The data on burden suggest that these Swiss caregivers, like their European and North-American counterparts, experienced high levels of burden with negative effects on their physical and mental health, their rest and sleep, leisure time activities and social relations, as well as their relationship to the patient. Burden was higher when the patient was male, exhibited more physical dysfunction and troublesome behaviours, the caregiver perceived his or her mental health to be more strained and the caregiver had to get up at night. These findings emphasize that burden is inherent in all caregiving situations, across illness characteristics and cultures and that burden increases caregivers' vulnerability to ill health, depression and isolation.
2 ' 9 ' 10 -12 ' 16 '
40
Two patients' physical impairments and three behaviours were reported to be problematic or intolerable by 50% or more of the caregivers in this study. The most difficult symptoms and behaviours to tolerate were those which necessitated the caregiver's constant presence and supervision, such as instability and falls, restlessness at night as well as wandering and getting lost. Impairments which hampered communication and mutual understanding and attested to personality changes, such as confusion and impaired communication were also hard on caregivers.
The literature mentions these behaviours and symptoms as major causes for caregiver depression, and increased uncertainty in relation to who the patient is, 17 and as augmenting burden by restricting leisure and social activities. 16 Higher tolerance levels of the caregivers in 9 this study were partially explained by better physical health of the caregiver, less patient confusion and more mutuality, as represented by shared activities. However, a high percentage of the caregivers reported no or very little communication, exchange of feelings and feelings of closeness with the patient. Corbin et al. and Jani-Le Bris alluded to the phenomenon that with patients' declining cognitive abilities and with time, caregivers tend to share difficulties with the patient less and less, let him or her participate less in decisions concerning their care and keep their feelings and growing resentment more to themselves. All of these may lead to a loss of closeness and higher levels of loneliness. Studies on dementia have reported of 40% and above institutionalizations within a year. 27 " 29 ' 41 In this study 19% of the patients were institutionalized within two years of the interview. This discrepancy is not surprising, since our study group comprised patients with multiple diagnoses as opposed to only patients with dementia for whom home care may be more difficult to continue. The reasons given for institutionalization by Swiss caregivers are similar to those reported in the literature. Institutionalization was more likely in this study if the patient was male. Women were found to be at higher risk of placing their care recipient in institutions, because they may have been psychologically over-involved and have a harder time setting boundaries in relation to time, self, and other roles. '"'^2Being cared for by someone who is not a partner or spouse was another predictor of placement. Spouses and partners, having had a longer mutual history, may continue care out of a greater sense of moral duty or commitment.
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' 4 -' Furthermore, less closeness tended to lead to care termination. Closeness may be understood as an indicator of the caregiver's relationship to the patient. Quality relationships are considered crucial for the continuation of care. 9 ' 11 ' 22 This study was carried out with the financial support of the Swiss Nurses' Association, the Swiss National Science Foundation (project no. 32-52804-97) and the Velux Foundation, Glarus.
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